Abstract Many people want to be able to plan ahead, so that if in the future they cannot make decisions or do things, their wishes will be known. This is called Advance Care Planning (ACP). Although it is part of official NHS policy (NHS End of Life Care Planning), ACP is hardly ever done, and it may become more difficult once a person has memory problems. In the UK, there is very little research into ACP. By the time someone has signs of dementia, families often become involved. We are uncertain how this affects ACP and the views of the person with dementia, particularly with the new Mental Capacity Act which allow families to comment on health, as well as financial, issues. Our study will be exploring the area of ACP, especially in dementia, by
Introduction
The key aim of the United Kingdom (UK) End of Life Care Strategy is to ensure that people's individual needs, priorities and preferences for end of life care are identified, documented, reviewed, respected and acted upon wherever possible; integral to this is the process of Advance Care Planning (ACP) (National Health Service -End of Life Care Programme, 2007) . ACP involves eliciting 'the person's preferences regarding both the type of care they would wish to receive and the setting or location in which they wish to be cared for'. Potential outcomes may include: an 'advance statement' -patient preferences for future care and where it is delivered; an 'advance decision' -patient refusal of certain treatment in specific circumstances and granting another individual a Lasting Power of Attorney, that is the ability to make treatment decisions on their behalf should they lose the capacity to make their own decisions.
In practice, ACP usually involves a series of discussions between a patient and their professional carers, and sometimes family carers. It is a dynamic process of recoding people's preferences and choices, and should be reviewed as an individual's condition changes. In particular it is necessary to ensure that there are systems in place which enable everyone who may come into contact with an individual to be aware of the existence of their ACP and the wishes documented in it. One way to achieve this might be to hold the document electronically so that all those with a legitimate reasons i.e. health and social care professionals, can access it readily. Although ACP is integral to the NHS End of Life Care Programme (2007), it is not yet fully integrated into everyday practice, and factors which facilitate the successful introduction of ACP within routine care need to be defined (Davison & Simpson, 2006) . Although ACP in the UK is policy driven, there is a dearth of empirical, UK-based research on ACP particularly in dementia care, although findings from international research may be helpful (Jezewski et al., 2007) .
ACP is not only important in palliative care (National Council for Palliative Care, 2006; NHS End of Life Care Programme, 2007), but can also be seen as a key component of person-centred care in dementia (Hedley & Hughes, 2006; Hertogh, 2006; Hughes & Robinson, 2006; Hughes et al, 2007; Kitwood, 1997) . In the UK, national guidance on dementia care (National Institute for Clinical Excellence and Social Care Institute for Excellence, 2006) stipulates that ACP should be discussed with the person with dementia whilst he/she still has mental capacity. This is particularly relevant with the full implementation of the Mental Capacity Act (DoH, 2005) where Lasting Powers of Attorney now include health and welfare in addition to financial issues. However, the incidence of advance care directives in dementia is low (Mitchell et al., 2004) , this may be because the timing of ACP is difficult in dementia given the protracted length of the illness. Existing studies have shown that many older people, especially those with dementia, are accompanied to medical consultations by family carers and value such involvement in their care (Fortinsky, 2001 ). However, older people tend to be less involved, and less assertive, in consultations involving family members (Greene et al., 1994) . Carers themselves report that people with dementia become increasingly marginalised in medical consultations (Beisecker et al., 1997) ] and in decision-making (Hirschman et al., 2004) . 17]. However, carers themselves are often protective of the person with dementia and keen to be involved in clinical discussions and decision making (Bamford et al., 2007) , which can be problematic as research suggests that the views of proxy decision-makers are different to those of the older people themselves [Seckler et al., 1991) . In the field of ACP generally, and specifically in relation to people with limited mental capacity, there is a need to explore how to facilitate a personcentred approach to ACP in circumstances where patients, such as those with dementia, may wish to involve their families (Mezey et al., 1996) .
Advance Care Planning in Dementia: A new research study at Newcastle University Newcastle University has secured funding from the National Institute of Health Research for Patient Benefit programme to carry out a research project to address the current gaps in the evidence base of ACP. Our study objectives include:
1. to synthesise existing evidence from a range of countries on ACP in dementia care; 2. to identify the factors which facilitate/inhibit the process of ACP within the NHS; 3. to identify the professional competencies and training required to implement ACP; 4. to explore how ACP can be implemented in the context of loss of mental capacity, specifically focusing on people with dementia; 5. to develop guidance for healthcare professionals, patients and carers regarding the process of ACP in dementia care.
The project is made up of a series of interrelated studies. In the first study, we aim to identify and evaluate examples of ACP in dementia care from other countries, via a literature review, in order to inform UK practice (Jezewski et al., 2007) .. We will include a variety of studies but we are keen to identify any actual examples from practice and any evidence of their effectiveness and acceptability (Dixon-Woods et al., 2004; Robinson et al., 2007) .
In the second study, we will explore the views and experiences of NHS health professionals on the implementation of ACP in the UK in order to identify the factors which facilitate its introduction and also the barriers which may impede it. We are also going to identify the professional skills required for the successful implementation of ACP. Through focus groups, we will talk to a group of primary and secondary care health professionals in one area in the North East of England, where ACP was introduced in 2007. In this area, the ACP process is facilitated by healthcare professionals, who have received training (NHS End of Life Care Programme, 2006), and is for any patient defined as having a life-limiting illness and at risk of dying within 1 year; within UK primary care, these will be patients whose names are currently listed on the practice palliative care register. We are especially interested in their views as to how to carry out ACP with people with memory problems who may lack capacity to make decisions, such as in dementia.
The third part of the study will focus purely on those involved in dementia care. We will use both interviews and focus groups to gather the views of people with dementia, their carers, and professionals involved in dementia care on the content, process and timing of ACP in dementia. We shall also ask whether they consider the generic ACP documents currently used in the NHS End of Life Care Programme could be used in the context of people with loss of mental capacity. We will be seeking to recruit with people with mild dementia and their main family carer but will also be talking to legal professionals and advocacy groups as well.
Our final task will be to consider all the findings from the three studies in order to develop guidance, and hopefully educational tools, for implementing ACP in the context of dementia. The guidance would also identify who is best placed to facilitate this process and the skills and competencies required. We will also seek the opinions of some of our study participants (legal, health and social care professionals and people with dementia and their carers) on our recommendations and will of course refine them to incorporate their views.
Conclusion
Although integral to NHS End of Life Care Policy (NHS End of Life Care Programme, 2007), there is a lack of UK-based research on the process of ACP, both in general and in the specific area of mental incapacity such as occurs in people with dementia. Through this project, we hope to identify if, and how, ACP is currently carried out in NHS practice and how, by whom and in what situations the process can best be discussed with people with dementia. ACP has been implemented with some success in other countries and we hope to identify some examples of good practice like this in order to inform UK practice. ACP has the potential to allow people with dementia and their families the right to choose their care, we just need to find out how be we can help them to do this.
